Botswana is a land-locked, southern African country just shy of two million inhabitants (Botswana Central Statistics Office, 2012) . Similar to its neighbors in sub-Saharan Africa, Botswana has a high mortality rate and limited provision of hospice and palliative care (Grant, Downing, Namukwaya, Leng, & Murray, 2011; Gysels, Pell, Straus, & Pool, 2011; World Health Organization, 2008) . Botswana has one of the highest levels of HIV prevalence in the world (World Health Organization, 2011a) , and noncommunicable diseases continue to impact Botswana's mortality rate. It was estimated that 31% of all deaths in Botswana in 2008 were from noncommunicable diseases (World Health Organization, 2011b) . The World Health Organization conservatively estimated that 1 in 56 Batswana (the people of Botswana) need endof-life care associated with a death from HIV/AIDS or cancer each year (World Health Organization, 2004) .
With a health infrastructure unable to match the demand for end-of-life care, the responsibility of caring for the sick and dying often falls on family members, friends, and neighbors (Ama & Seloilwe, 2011; Harding & Higginson, 2005; Kang'ethe, 2010; Shaibu, 2006) .
The overwhelming need for palliative care in Botswana has prompted the formation of nongovernmental hospice (NGH) programs. A recent review of global palliative care development found that there are just four palliative care services in Botswana that attempt to provide care for the country's population of nearly two million (Lynch, 2012) . This shortage of end-of-life care may contribute to the distress experienced by people with life-limiting illnesses and those who care for them.
To date, little regional data exists on the distress of people nearing the end of their lives and their caregivers (Gysels et al., 2011; Harding et al., 2008) . The overall purpose of this study was to describe the quality of life near the time of death among hospice patients and sources of distress among their caregivers in Gaborone, Botswana. The specific questions addressed in this study were: What was the overall quality of life of decedents? What was the emotional and spiritual wellbeing of decedents? What were the sources of distress experienced by caregivers and their dying loved ones?
The findings in this thesis represent a subset of results from a larger study which investigated topics including caregivers' understanding of hospice care, perceived barriers to hospice and palliative care, the reasons for choosing home death over hospital death, and the benefits of and need for end-of-life care in Gaborone. Those findings are beyond the scope of this paper and will be submitted for publication at a later date.
Operational Definitions
An adult in this study is considered to be a person 18 years of age or older. Batswana is the local term for the people of Botswana. For the purposes of this research, the terms "hospice care" and "palliative care" will be used interchangeably. Palliative care is defined by the World Health Organization as:
An approach that improves the quality of life of patients and their families facing the problems associated with life-threatening illness, through the prevention and relief of suffering by means of early identification and impeccable assessment and treatment of pain and other problems, physical, psychosocial, and spiritual, (World Health Organization, 2012) .
CHAPTER II: RESEARCH METHODS

Design
This cross-sectional study employed a qualitative design. The data analyzed in this paper represent a subset of responses from a larger study exploring caregiver and decedent needs.
Participants
Respondents were primary caregivers 18 years of age and older who cared for a dying family member or loved one who passed away within the 14 months prior to the interview. interviews excluded from analysis. One interview was excluded because the respondent chose to end the interview before completion; another respondent had a family member who took his own life, thus it was deemed inappropriate to investigate hospice and palliative care needs during the period preceding death. In total, 28 interviews were included in analysis.
Human subjects committee approval was obtained from Yale University and the Botswana Ministry of Health, and verbal and written informed consent was obtained from all 
Measures
The 33-item QODD questionnaire is a validated instrument that assesses the death and dying experience of a person who has passed away through directed questions answered by a primary caregiver (Hales, Zimmermann, & Rodin, 2010; Patrick, Engelberg, & Curtis, 2001 ). If the decedent was able to speak to the caregiver in an understandable way in the last seven days of their life, questions were asked about those seven final days. If the decedent was not able to speak to the caregiver during their last seven days, questions were asked about the last thirty days of the decedent's life.
Qualitative interview questions were generated based on common caregiver experiences that were not addressed in the QODD. The semi-structured, open-ended questionnaire was reviewed and modified based on feedback from faculty members from the Yale School of 5 Nursing, Yale School of Medicine, and Yale School of Public Health. Questions in the qualitative interviews focused primarily on the caregiver experience and met vs. unmet needs.
Analysis
For the purposes of this study, a subset of questions specifically related to emotional and spiritual wellbeing, caregiver and decedent needs, and quality of death were extracted from both the open-ended interview and the QODD for analysis.
Quantitative QODD responses and demographic data were organized using Microsoft 
CHAPTER III: RESULTS
Sample Characteristics
Of 28 total respondents included in the analysis, 16 (57.1%) completed the seven day version of the QODD and 12 (42.9%) completed the thirty day version. Eight (28.6%) of the caregivers interviewed were male, none of whom cared for someone who died at home. The average age of caregivers was 35.8 (SD = 14.7) years ( Table 1 ).
The average age of decedents was 50.1 (SD = 16.2) years. Sixteen (57.1%) of the decedents passed away in an acute inpatient hospital setting; four (14.3%) died in inpatient care in an NGH; and eight (28.6%) died at home ( 
Quality of Life at the Time of Death
Nearly three-quarters (71.4%) of respondents ranked their loved one's overall quality of life in the last days or weeks of life as zero on a scale of zero to ten, with zero being "terrible experience" and ten being "almost perfect experience." One question of the QODD addressed the decedent's overall quality of life (Figure 1 ).
Decedent Emotional and Spiritual Wellbeing
Decedents' emotional and spiritual wellbeing was identified through seven questions on the QODD (Table 3, Table 4 ).
71.4%
3.6% 7.1% 3.6% 3.6% 3.6% 3.6% 3.6% (Table 3 ). The majority (16 respondents, or 57.1%) responded that their loved ones appeared to feel at peace with dying all of the time. Of the eight decedents who passed away at home, six of their caregivers (75%) indicated that they were at peace with dying all of the time, while half of the 16 decedents who passed away in the hospital were at peace with dying all of the time. Half of respondents indicated that the decedent appeared to be worried about strain on her/his loved ones all of the time. In terms of keeping their dignity and self-respect, responses were split; 12 (42.9%) indicated their loved one kept their dignity and self-respect none of the time, while 11 (39.3%) thought their loved one maintained their dignity and self-respect most of the time or all of the time. Fifteen decedents (53.6%) did not clear up bad feelings with others, according to caregivers (Table 4) . Half of respondents indicated that their loved ones appeared to find meaning and purpose in their lives at the end of life.
Spiritual wellbeing. Thirteen respondents (46.4%) indicated that their loved one had one or more visits from a religious or spiritual advisor in the last days or weeks of their life (Table 5) . Half (n=4) of those who died in the hospital and one third of those who died at home (n=5, or 31.3%) had a visit from a spiritual advisor, while all four decedents who died at the inpatient hospice reported having a religious visit. The majority (12 out of 13) respondents who said the decedent had a visit from a religious advisor in the time preceding death ranked the experience as either a nine or ten on a scale of zero to ten, with ten being "an almost perfect experience" (Table 5 ). All 15 respondents who replied that the decedent did not have a visit from a spiritual advisor ranked the experience as two or lower, with zero being "a terrible experience." Table 5 Caregiver 
Physical Caregiving Concerns
Sixteen caregivers (57%) needed help bathing their loved one. Eight (29%) needed help Emotional/Spiritual Support feeding their loved one, while seven (25%) identified a need for home visits and caregiver training; the same number needed help toileting their loved one.
Emotional/Spiritual Concerns
Respondents commented on the emotional pain caused by the loss of their loved one and the suffering related to illness. The following comment by a caregiver is an example:
How can I say . . . losing a loved one . . . who went through many hard times, like this one this sickness the HIV one, is very painful. Very, very painful. 'Cause sometimes you won't know how he got it. You won't know, 'cause it, you just . . . you can just stay healthy not knowing that you have the virus. But it's very painful losing a loved one who just got HIV and it's very painful. That's all.
Another caregiver remarked on the feeling she was left with after the loss of her family member:
"My life, it is changed. I live by suffering."
Some caregivers reported receiving emotional support during home visits from a hospice organization, although not with every home visit. When asked what was most helpful about home visits from the hospice organization, one caregiver said, Sometimes I'll be here with him [decedent] , just the two of us, and then when they
[hospice] come, that's when we talk . . . I had that . . . how can I say it? How can I call it? They just come and, you know, give me some support. Like you know you are doing a great thing, and sometimes they help me with the cleaning of the house. But some of them just . . . come and check him and go, but some gave the love, gave that support . . .
Many of the caregivers who received home visits from a hospice organization had positive experiences with receiving emotional support while also receiving assistance with bathing, feeding, or toileting their loved one. "Okay, those people they are caring and loving people. They can support you in each and every situation that you are in," said one caregiver about the hospice staff.
One respondent remarked that her father received spiritual support in addition to the physical and nutritional support provided by adult day care services he received:
I see there are so many people whom I always see taken by this car, the hospice car, and after some months they are better. I've seen so many people . . . even my dad, he was one of them. When he was home, when they checked him home, he wasn't getting fine, but when he was there, all day there, ah he was getting fine 'cause he was getting all the support, the food, the support like spiritual support, and that love. He was getting that.
Others reported that family and friends provided some support, and a few mentioned visits from religious leaders as being helpful.
Overall, caregivers were appreciative of the emotional/spiritual support they received but felt that they needed more than what was available to them. Nine of the 28 caregivers interviewed (32.1%) said they needed emotional/spiritual support when caring for their loved one. The following exchange between the interviewer (PP) and an interviewed caregiver is an example of the need for emotional/spiritual support:
Interviewer ( In this qualitative study we sought to describe the overall quality of life and the emotional and spiritual wellbeing of people dying in the care of a hospice in Gaborone, Botswana, and the sources of distress among their family caregivers. We interviewed 28 caregivers of loved ones who had died within 14 months of the interview. Overall, the quality of life of the decedent was ranked by decedents' caregivers as the lowest possible. About half of decedents experienced poor emotional and spiritual wellbeing at the time of death, according to caregivers, as witnessed by loss of control, concern about the effect of caregiving upon their family caregiver, loss of dignity and respect, an inability to find meaning and purpose, and the lack of a chance to clear up bad feelings. The importance of positive emotional and spiritual experiences has long been witnessed in other parts of the world. In the United States (U.S.), for example, a 1997 Gallup survey about dying revealed that Americans wanted to have the opportunity to say goodbye to loved ones and to make peace with their maker (George H. Gallup Institute, 1997) . Numerous other U.S.-based studies about dying patients' perception of religion and spirituality suggest that up to 40% of patients report spiritual concerns (Otis-Green et al., 2012; Puchalski, 2004) .
The caregivers of dying loved ones who received a visit from a religious or spiritual advisor in the final days of life reported the experience of the death as almost a perfect experience. This is consistent with findings elsewhere in Africa. Selman and colleagues (Selman et al., 2011) report that among 285 patients receiving palliative care in South Africa and Uganda, 21 to 58% reported poor spiritual wellbeing. However, the same patients judged feeling at peace and having a sense of meaning in life to be more important to them than physical comfort (Selman et al., 2012) , indicating that in the sub-Saharan context spiritual distress is likely to have a particularly detrimental effect on quality of life. In studies from the USA and Canada, neglect of patients' spiritual needs has been associated with reduced quality of life and satisfaction with care (Astrow, Wexler, Texeira, He, & Sulmasy, 2007; Clark, Drain, & Malone, 2003; Heyland et al., 2010) and increased healthcare costs at the end of life (Balboni et al., 2011) . Based on caregiver responses, spiritual and emotional support can be effectively incorporated into home visits, and even a small amount of support is considered helpful for those who are at the end of life and also for caregivers.
Previous studies of needs among patients in hospice care in an African setting have identified practical needs, such as financial assistance and need for food, as a source of distress among 30% (Kikule, 2003) to 64% (Amery, Rose, Holmes, Nguyen, & Byarugaba, 2009 ) among adult and pediatric patients, respectively, and among 67% of caregivers. In our study, practical concerns weighed on upwards of 57% of caregivers and decedents.
The NGH organizations from which the participants of this study were drawn are largely dependent on private donations and volunteer labor. There are services being offered by the NGHs that help to meet the needs of patients and caregivers; however, these needs exceed the resources available at these NGHs. Non-governmental and governmental funding is needed to shore up the services offered by these NGHs and other home health care services.
Limitations
A focus group following the qualitative interviews was not used to validate findings due to the limited nature of time and resources available. Coding was performed by a single investigator, and therefore, was subject to the biases and interpretations of one individual.
However, these limitations were mediated by confirmation by second author and expert review and advice from Yale School of Nursing and Holy Cross Hospice. Conclusions This study's results provide an in-depth description of the quality of life and emotional and spiritual wellbeing among hospice patients and the sources of distress among their caregivers in Botswana. The hospice patients at the end of life in our study in Botswana experience a poor quality of life. They and their caregivers experience unmet practical and emotional/spiritual needs. In order to provide focused, effective care, it is essential to examine the individual components that cause distress and address those issues from a holistic perspective. Hospice care initiatives that relieve the unmet practical, emotional, and spiritual needs of patients and families may reduce patient and caregiver distress and improve the quality of life of the dying.
The success of hospice programs in Botswana hinges on the ability of the government and NGHs to provide support for those at the end of life and those who care for them. Future study is needed to explore how hospice and home health services can be expanded to meet their needs.
